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Abstract  
Philadelphia Chromosome-Positive Acute Lymphoblastic Leukemia (Ph+ALL) in 
children and young adults (< 20 years of age) is a rare form of childhood leukemia, but is a 
particularly difficult to treat form of childhood leukemia, due to the mutational effect on the 
growth and proliferation of abnormal leukocytes, often resistant to other treatments for leukemia. 
Ph+ALL not only leaves the young person without a functioning immune system, but requires 
months to years of extensive chemotherapy, radiation, and possibly a bone marrow transplant 
(BMT). Little is known about how this distinct sub-group of affected families experience this 
disease and its treatments, especially across time. We conducted a retrospective qualitative-case-
study with one family to explore, discern, and synthesize their individual and family experiences 
over time. Interviews with each individual family member (mother, father and affected 7-year-
old child) helped us to capture both unique and family system experiences and appraisals during 
specific periods: (a) initial diagnosis and learning the genetics; (b) hospitalization for treatment 
pre-BMT; (c) outpatient treatments; (d) BMT; (e) post-BMT recovery; and, (f) survival. Findings 
present multi-contextual details of one family, which could begin to sensitize providers to 
important patient, parent, and family factors in similar families. Additional qualitative or mixed-
methods studies, including larger samples of socially diverse families could strengthen our 
knowledge of the multitude of factors that influence individual and family experiences when a 
child or young adult is diagnosed with Ph+ALL, so that we can design future interventions to 
address their needs in culturally relevant and sensitive ways.    
 Keywords: Philadelphia Positive Chromosome-ALL, Bone Marrow Transplant, pediatric, 
parent, lived experience  
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How Philadelphia Chromosome Positive Acute Lymphoblastic Leukemia Impacted One 
Family’s Lived Experiences   
Introduction  
Throughout the United States, the occurrence of childhood Acute Lymphoblastic 
Leukemia (ALL), occurs in approximately thirty children and young adults (< 20 years of age), 
for every one million people. Currently, ALL is the leading type of cancer in children and young 
adults (Hunger & Mullighan, 2015). Survival rates continue to rise, as new treatment protocols 
have improved their precision in attacking diseased cells while minimizing damages to healthy 
cells. Currently, around 90% of children and young adults with ALL recover and achieve 
complete absence of disease, becoming long-term survivors of cancer (Hunger & Mullighan, 
2015). Yet, 3-5% of persons under 20 years of age, have a rare version of ALL known as 
Philadelphia Chromosome-Positive ALL (Ph+ALL), which is caused by the translocation of 
portions of chromosomes nine and twenty-two (Kodama et al., 2017). When this particular 
translocation occurs, it causes overproduction of a specific protein known as tyrosine kinase, 
which causes massive growth and proliferation of diseased cells, becoming an extremely difficult 
form of ALL to treat (Forghieri, Luppi, & Potenza, 2015). The rarity of Ph+ALL has resulted in 
limited data guiding the treatment course. Thus, most patients begin with an intense regimen of 
chemotherapy (Salami et al., 2013), but only 30% of children and young adults will achieve 
remission, through intense chemotherapy alone. Most children and young adults with Ph+ALL 
will experience a relapse and require further, more intensive treatments, consisting of any 
combination of the administration of tyrosine kinase inhibitors, more chemotherapy, and/or a 
hematopoietic stem cell transplant or bone marrow transplant (BMT) (Salami et al., 2013).  
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For the family of a child or young adult with Ph+ALL, learning that their child’s initial 
treatments were unsuccessful and the child will need a BMT in order to combat their leukemia is 
a traumatic event. The treatment processes, prior to considering a BMT, likely consisted of many 
failed rounds of chemotherapy and radiation, and the BMT, in the context of a child with 
Ph+ALL, becomes their final chance for a cure from this chronic condition (Rodgers, 2015).  
Receiving a BMT in a young child is a long, demanding, and wearisome process, 
affecting the entire family, by influencing changes in the: a) roles and responsibilities within the 
family system; b) relationships between family members; c) well-being of various individuals; 
and, d) need for informational and emotional resources to support overall family functioning, 
throughout the long processes of care (Knafl, Deatrick, & Havill, 2012; Sormanti, Dungan, & 
Rieker, 2008; Breitwieser & Vaughn, 2014; Forinder, 2004). First, a BMT requires high-dose 
chemotherapy treatments, to attempt to eradicate any existing cancerous cells. Next, the 
transplant of donor marrow, and, then a few months of being immunocompromised, to suppress 
a rejection response of the donor tissue (Yeager, 1991). Throughout this process, patients require 
extensive periods of hospitalization and isolation, ranging from 1.5 – 2 months, because of the 
child’s immunocompromised health (Breitweiser & Vaughn, 2014). The child will then have 
additional months of follow-up outpatient clinic visits, to monitor his or her overall health 
(Breitwieser & Vaughn, 2014).  
Due to the intensive inpatient and outpatient medical processes that the families 
encounter, they often experience individual and familial system stressors resulting in: a) isolation 
and loneliness; b) high demands on primary caregiver(s) and the family system, possibly 
affecting each individual’s emotional, social, spiritual, and physical health (Breitwieser & 
Vaughn, 2014; White, 1994). Thus, it is critical for those healthcare providers caring for the 
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family to understand how various families and their individuals, experience, appraise, and cope 
with this medical experience. Individual families bring differing resources (educational, 
financial, social support networks, cultural beliefs, and values) to this medical experience. Each 
family may also have differing additional stressors due to factors such as their parenting or 
family structures, health literacy, distance of the treatment hospital to their home, or additional 
social network demands, shaping how each family system and each individual within each 
family might respond to this experience. 
Through a scoping review of the literature (Munn et al., 2018), it became evident that a 
gap in knowledge existed, with regards to understanding how a BMT in a child with Ph+ALL, 
affects the family. While some articles addressed certain cross-sectional aspects of a child’s 
BMT on the affected child or family, no studies conveyed the longitudinal experience of all 
family members (Sormanti, Dungan, & Rieker, 2008; Breitwieser & Vaughn, 2014; Forinder, 
2004; Adanir, Taskiran, Kupesiz, & Ozatalay, 2017; Gizli Coban, Sürer Adanir, & Ozatalay, 
2017; Taskıran, Sürer Adanır, & Özatalay, 2016; Taïeb et al., 2003). Some studies however, did 
identify that many types of psychological distress can occur before, during, or after the course of 
treatments for ALL, including, but not limited to anxiety, depression, and PTSD. Such studies 
alluded to explanations consisting of: a) social seclusion of the family due to the child’s illnesses 
and hospitalization; b) heightened uncertainty related to the course of disease; c) witnessing 
difficult or painful procedures for the affected child and, d) ineffective family dynamics (Adanir, 
Taskiran, Kupesiz, & Ozatalay, 2017; Gizli Coban, Sürer Adanir, & Ozatalay, 2017; Taskıran, 
Sürer Adanır, & Özatalay, 2016; Taïeb et al., 2003).  Additionally, one longitudinal study 
conducted in Sweden, encompassed the experience post-transplant of the parents, and they 
described the many adjustments that ensued for those families, consisting of stressors related to 
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their finances, balancing the care for their other children, with their need to support the ill child, 
and the emotionally taxing medical experiences (Forinder, 2004). Other studies captured either 
the parent(s) or children, as a proxy for the entire family’s experiences (Breitwieser & Vaughn, 
2014; Sormanti, Dungan, & Rieker, 2008; White, 1994), but we know that while family 
members have shared experiences, they also have unique individual experiences, which could be 
minimized or silenced with such an approach. The findings from these studies revealed many 
key aspects important to the family’s daily life, which affect and are affected by the BMT 
processes (Sormanti, Dungan, & Rieker, 2008; White, 1994). Furthermore, the findings 
illustrated that family anguish post BMT, centered on the uncertainty related to relapse, for the 
child with ALL, stress around the child’s discharge to home, a lack of knowledge about and 
concerns regarding future long-term side effects their child might experience from chemotherapy 
and radiation and the many other social, financial, physical, and emotional health factors that 
coincide with treatment or any new health demands, such as prevention of rejection and immune 
compromised illnesses (Sormanti, Dungan, & Rieker, 2008; Forinder, 2004; White, 1994).  
Thick description of the longitudinal experiences of one family, allows for an in-depth 
look into the capabilities that this one family and its members had, the medical and social 
stressors they encountered, and any supportive resources they were provided, by their medical 
team or their social networks. The affected child, used for this case-study, was diagnosed 
Ph+ALL at two years old and he endured four-years of various intensive treatments, which will 
allow for longitudinal look at the way treatment experiences affected the individuals (mother, 
father, and affected child) and the family system as a whole, throughout this long period.  
Methods  
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We first sought approval from the institutional review board (IRB) of the University 
where the student and mentor were engaging in the investigation. The IRB deemed this work 
exempt from a review (Rose, 2017). Despite the lack of IRB oversight, we chose to follow a 
caring ethical research protocol, allowing the family participatory control over the purpose of the 
study, the interview processes, the data collected, the final product, and if and how the findings 
were shared with others via presentations or publication (Kavanaugh, Moro, Savage, & 
Mehendale, 2006).  
Prior to the start, the parents were deemed to have capacity to understand our disclosure 
and to share this initial disclosure with the child in a developmentally appropriate manner. We 
explained to them, the importance of voluntary assent from the affected child and that we would 
continuously assess this throughout all processes. We also explained to them that despite the 
student already being known to the family, there would be no negative consequences should they 
change their mind at any time. We wanted them to understand our sensitivity to their potential 
vulnerability in this situation. Yet, in order to prevent a blurring of the student’s social roles due 
to the student’s involvement with the family, we explained that the student’s role in the case of 
this investigation, was to learn about the research and dissemination processes, but that this could 
be done without ever disseminating the final product should they feel uncomfortable later 
(Kavanaugh, Moro, Savage, & Mehendale, 2006; Perez-Bret, Altisent, Rocafort, 2016). We 
wanted them to understand that in this context, the student was solely to be an instrument for the 
family to tell their story, from their individual and combined perspectives, in order to help other 
families and health care providers understand how it affected them (Sandelowski, 1991).  
We shared both verbal and written disclosure of our purpose and the potential interview 
questions for both the parent and child interviews.  The parents were instructed to review the 
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materials and later with their child, and then ask any questions that arose from this process. Once 
all questions were answered, the parents verbally consented and the child verbally assented to 
participate in this case study. We then asked the parents to let us know if there were any topics or 
questions, which either they or their child did not wish to be asked, or if the parents had any 
feedback on the focus of our questions (Kavanaugh, Moro, Savage, & Mehendale, 2006; Perez-
Bret, Altisent, Rocafort, 2016). We wanted to admit our lack of experiential knowledge with this 
phenomenon, as well as our immersion in a medical culture, which was understood could bias 
our research approach.  
The parents did not decline any of our topics or questions, but they did give suggestions 
on how we might approach the child’s interview and present specific questions in a more 
developmentally appropriate manner. We also allowed them to have final authority over the 
status of what we did with the findings of the study. We followed this protocol in order to allow 
them to point out any inadvertent investigator biases on the findings and to minimize the 
possibility of any social or psychological harm to any of the members of the family (Kavanaugh, 
Moro, Savage, & Mehendale, 2006; Perez-Bret, Altisent, Rocafort, 2016). All identifiers were 
removed from the transcript data and only the student, who conducted the interviews, knew the 
identities of participants (Kavanaugh, Moro, Savage, & Mehendale, 2006; Perez-Bret, Altisent, 
Rocafort, 2016).  
In order to minimize the insertion of investigator bias and best represent the family’s 
experience and appraisal’s it was pertinent that the investigative methodology that we used to 
conceptualize and implement in the study design, was focused both deeply and more broadly on 
the multiple social contexts (Bronfenbrenner, 1979). Descriptive phenomenology was chosen in 
order to deeply describe and understand this one child’s Ph+ALL and subsequent BMT 
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experience through the, “critical reflection” of how it was experienced in this child’s family (the 
individuals and the family system) (Christensen, Welch, & Barr, 2017; Lopez & Willis, 2004, p. 
727; Knafl, Deatrick, & Havill, 2012).   
Descriptive phenomenology is both a philosophy and research method that strives to 
obtain and understand the differing experiential perspectives of persons’ and to describe in detail 
how those perspectives are influenced by their daily life events they experience, in this case the 
child’s Ph+ALL and his BMT, within his family and the family’s many social environments 
(Wall, Glenn, Mitchinson, & Poole, 2004). 
In order to ensure the trustworthiness of the final findings as representing this family’s 
experience and appraisals, bracketing and member checks were utilized as two means to become 
aware of any potential biases that the research team might have and to prevent their imposition 
upon the analysis and final understanding of this family’s story (Wall, Glenn, Mitchinson, & 
Poole, 2004). Bracketing entails processes to both acknowledge and then placing aside the 
investigative team’s previous assumptions, notions, or beliefs surrounding what it might be like 
for the individuals (mother, father, parents, or child) or their family system to experience the 
child’s illness, early treatments, and subsequent BMT, so that we would derive our 
understanding from their explanations alone (Gearing, 2004). Member checks is a process of 
giving participants the authority to comment on the final findings as truly representing their story 
and revising them accordingly. These are important aspects of descriptive phenomenology, in 
order to arrive at an understanding of the phenomenon that solely represents the participant’s 
perspective (Wall, Glenn, Mitchinson, & Poole, 2004; Lopez & Willis, 2004).  
 While qualitative research does not seek to generalize findings (Saldana, 2014), we still 
believed this approach could provide useful information for clinicians and researchers, because 
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this investigative approach would allow others who are unfamiliar with this phenomenon to gain 
a deeper understanding of this experience (Cronin, 2017; Lopez & Willis, 2004).  
To organize the multiple perspectives and understand this phenomenon from both the 
unique and combined family perspectives (the child/patient, mother, father, the parents together, 
and the family), a case-study approach was utilized. Case-study design is an empirical approach 
that examines a phenomenon, BMT in this case, and gives thick description of its significance 
within its social context (Yin, 2013). A matrix was created to organize and understand unique 
and similar experiences authentically from the perspectives of those who were involved, while 
also taking into account how families are systems composed of individuals, who often have both 
unique individual and a similar family culture. In other words, individual experiences and 
appraisals may at times remain unique because of unique aspects of each individual’s life 
(gender, sex/sexuality, race/ethnicity, religion/spirituality, education, development, 
ability/disability, past experiences, social roles, or other individual, family, or social factors). 
Yet, experiences and appraisals of family members may at times become intermixed due to how 
family roles, relationships, and their functioning work towards a common purpose of protection, 
support, and care for everyone’s needs (Yin, 2013; Knafl, Deatrick, Havill, 2012; Walsh, 2011).  
Procedures  
 The in-depth interviews consisted of semi-structured open-ended questions, which 
allowed for each person to guide the conversation to the most important aspects of the 
experiences they encountered and how they appraised those experiences individually and as a 
family (Simons, 2014, p. 462). This approach allowed for a deep dive into the individual and 
combined dynamics that occur within the family system in a time of individual and family 
stressors. These questions were aimed at eliciting from the participants, factors that they 
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appraised as important for others to understand about how this illness and its treatments effects 
not only the child, but the other individuals and the group in relation to roles, relationships, and 
family functioning.  
Both biologic parents in this family, as well as their son, the affected child with Ph+ALL, 
were each interviewed separately, in order to not unduly influence each other’s responses and to 
maximize the ability of each member to present both their own individual experiences and their 
impressions of the combined family experiences, perspectives, and appraisals. Each interview 
was digitally recorded and interview field-notes were taken regarding significant contextual 
aspects of the interview, such as the setting, processes, timing of responses, and other behaviors 
that accompanied particular responses, in order to obtain and maintain the complete picture of 
the context of each interview.  
When starting the interviews, we started out with the broadest of questions, “tell me how 
this started” to allow for the participant to guide the conversation into the areas that they 
appraised as most important to convey and highlight. Throughout the interview, questions 
became more specific towards certain aspects of their experience (hospitalization, return to 
home, schooling, and others) and in order to receive as much detail revolving around their entire 
experiences. Thus, follow-up questions consisted of more probing questions such as, “tell me 
more about that” or “how did that make you feel” or “why was that important or why was that 
not important” were utilized to assure that we did not make assumptions of meaning on any of 
their discussions. A final question in each interview was “Is there anything that I did not think to 
ask that you think is important for us to know?” Following the completion of the interviews, 
each interview was transcribed by a professional transcriptionist, who signed a confidentiality 
agreement. Transcripts were then checked for fidelity against the digital recording, and all 
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unique identifiers were removed from the transcription data by the first author. Field-note data 
was super-imposed in the margins to assist with contextual information. Field-note data was 
important to help other coders understand the context of the interviews, questions, and 
participant responses (Emerson, Fretz, & Shaw, 2011). 
Results  
Sample 
For this case study, a family, consisting of a mother, father and an affected 7-year-old-
child were interviewed in order to understand each individual family member’s lived experience. 
While this family had similarities to other families who might endure a pediatric BMT, this 
specific family also had many factors that made their transplant experience rather unique. Thus, 
it was vital to understand the plethora of contextual factors shaping this family’s experiences.  To 
begin, the parents of this child, were married, highly educated, both with advanced professional 
degrees, and their overall family income was much higher than the national median family 
income (~$59,345), which enabled them to have access to many different resources that some 
families might not be able to afford (Sentier Research, 2017).  Because of their financial 
stability, the child’s mother had the ability to step away from her professional career and become 
the full time caregiver and major support system to the affected child during the entire process. 
The father was able to participate in much of the experience, due to his flexible work 
arrangement, while still providing his family with financial soundness. In addition, since the 
patient was an only child, the parents did not have the stressors normally associated balancing 
their time and attention with additional children.  Furthermore, the family lived in very close 
proximity to the treating hospital, where their son received his transplant. By living nearby, they 
did not have to uproot their family and move to a new city for treatment and transplant, like 
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many other families must do. While this family had plenty of resources and flexibility, it is 
important to understand that any family, of any income bracket, can be affected by Ph+ALL. 
Thus, it is important to understand how this family came to terms with this rare diagnosis and 
how each experience during the long treatment regimen affected them individually as well as 
collectively.  
Initially, the intent of the study conducted was to understand all family member’s 
perspectives, including mother, father, and affected child. Thus, three separate interviews were 
conducted. Yet, after interviewing the child, it was found that he was not able to remember many 
details of his experiences. When asked questions like, “Tell me about what it was like to be in 
the hospital,’ he answered, “That’s a hard question… Good.” When asked, “Tell me a little about 
what it was like when you got your bone marrow transplant,” he would answer, “Good.” Thus, 
his abbreviated answers made it rather difficult to gather rich details from his perspective. There 
were a couple areas, however, in which he was able to provide more details. Therefore, in those 
areas, his perspective was included in those results. 
Initial Diagnosis and Genetics 
Land of normal people. When the individual interviews started, each individual parent 
began by describing their experience on how they initially learned about their child’s diagnosis. 
Both parents separately described that in 2014, their son, who was almost three, started to show 
some slight changes in his behavior and presented with some generic symptoms like a fever.  As 
the father would describe, “[My son] had been wanting to be picked up a lot and just was sort of 
complaining a lot and achy”.  Both of the parents at this time were not too concerned, because 
leukemia was not on their radar at all! Instead, they collectively believed that he could 
potentially have a virus or be anemic. The paternal grandmother of the child was a retired health 
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care provider and she had conducted an at-home exam on the child and believed him to have “an 
enlarged spleen and an elevated heartrate, which are classic signs of leukemia” as the father 
stated in his interview. Yet, at this time, the paternal grandmother’s concern of leukemia was 
unbeknownst to both parents. The paternal grandmother simply made a strong suggestion that 
they should take their child to see his pediatrician and have them get a complete blood count 
(CBC). The parents were still completely unaware of her concerns for the child’s health, and so 
the parents continued to think of less significant explanations, such as the flu or anemia. This 
was on a Friday morning, so when the CBC results were reported to her physician later that 
evening, the mother received a phone call from the hospital’s emergency room (ER) doctor and 
the conversation went as follows, “She [the ER doctor] said don’t rush, just pack a bag and take 
him out of bed and drive over there.” I [the mother], said, “Okay, should I be worried?” [The ER 
doctor] said, “Yes.” So, the mother and her husband took their son to the nearby ER, but as they 
would later describe, they collectively still made the assumption that the CBC simply revealed he 
was anemic, due to him being a very picky eater.  
 How we found out, an insensitive diagnosis. When the family arrived at the ER, a series 
of unfortunate events occurred, due to a lack of communication. The ER nurse in asking a simple 
admission question, revealed his diagnosis in a rather insensitive way and both parents were 
extremely blind-sided and angered. As the mother described, “We went straight back to a room, 
and the triage nurse took his vitals and she [the nurse] said, “Other than leukemia, is there 
anything else wrong with your child?” The mother emphasized, “That was how we found out!” 
In this instance, the mother and father had different reactions to the insensitivity of the ER nurse, 
with each individual parent utilizing different defense mechanisms to protect themselves from 
the news they had just received. The mother stated  
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When she said it that way, it was more like we just thought it was a mistake, because he 
wasn’t really sick. I mean, from our perspective he didn’t seem sick. So we were like, oh, 
are you looking at the right chart? He doesn’t have that. It was really bad [Laughing]! 
And then, I remember [Husband’s name] yelling at her, which was worth it, because he 
probably knew- he was like something isn’t right here. I think he kind of knew, so he got 
really pissed and deservedly so.”  
While the father stated 
Then on intake [scoff/small sarcastic laugh] the nurse asked us how long our son had 
leukemia. That’s how we found out and so I flipped out at the lady, because I was like 
“What the hell!” [laugh] because that wasn’t on my radar screen. She was also just really 
unpleasant.   
The unknown is worse than knowing good or bad. After receiving this initial diagnosis in 
such an insensitive way, the family continued to wait until the hematologist was able to provide 
them with a true explanation. However, when the physician came into the room, the mother 
described that he would not provide them with a clear-cut answer, if their son truly was 
diagnosed with leukemia. This mother reported utilizing her professional skills to pose questions 
in a way to get the doctor to answer the questions that both she and her husband needed 
answered, “…The only way I got him to say it was like, ‘Would you be more surprised if he has 
leukemia or more surprised if he turns out not to have leukemia?’ She explained that he 
responded, ‘I’d be surprised if he doesn’t have leukemia’, I remember being bewildered, and 
freaked out, and worried, because you know it’s really bad!”  
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 Caught it early, timing was lucky. Despite the insensitive diagnosis, after comprehending 
their child’s situation, both parents agreed that it was lucky that they caught the leukemia so 
early. As the father stated 
Leukemia is very fast, when it’s untreated, and so he probably got it like maybe two 
weeks before and by the time we had gotten it, in maybe like half of his marrow, were 
these bad cells. Most of the time when kids go in, it’s like eighty-, ninety-percent and 
they’re like in really rough shape, so we were very lucky in that respect. 
 Genetic Component and the need for a high level of understanding. After learning of the 
initial diagnosis, both parents soon received more news that their son not only had ALL, but also 
had a genetic component called Ph+ALL. Learning about this new aspect of their son’s 
diagnosis, the father spent a lot of time increasing his knowledge of this rare form of ALL, in 
order to fully grasp this new situation. He explained that:  
Philadelphia chromosome is very common in adult ALL, like a third of cases, and prior 
to some new classes of drugs called TK inhibitors, it had a pretty dismal prognosis. I 
don’t really fully understand what the deal is with it, but it’s just really hard to 
tackle…There’s not a heck of a lot of data, so when you go online and read about it, it’s 
pretty scary and then with children it’s extremely rare. There’s maybe like a hundred and 
fifty cases a year in the United States of a child with it and so then again there’s not much 
data. If you go online, probably still you’re going to read pretty dismal stuff… but at 
present, the standard of treatment is very intense chemo and probably half of the kids go 
through the protocol, which is as opposed to like nine months with regular ALL, which is 
basically a cured disease. It’s like yeah, I don’t even remember how long it was, I mean it 
was just long, long.  
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Treatment/Time in Hospital (Pre-Relapse/BMT)  
Lots of Moving Parts. Once the diagnosis was revealed, the child was soon moved to an 
inpatient hematology/oncology unit and quickly a ‘new reality’ seemed to be established for the 
family. The mother describes this experience saying: 
I remember our first two nurses, I can tell you who they were, the night nurse and then 
the day nurse. And so it was very—I don’t know what the word is – intense. And we 
remember a lot of it, I think. And it was a lot of chaos [emphasized word] of figuring out 
what’s the plan, in the immediate sense of what does he need prophylactically, since he 
has no blood cells? What does he need in terms of transfusions? And then what’s going to 
be our plan for treatment? So it was a lot of… like chaos- controlled chaos. People 
weren’t yelling, but it was a lot of moving parts, a lot of doctors coming in and out, a lot 
of people in the room. 
 And while the mother saw this initial period as extremely fast paced, and seemingly 
overwhelming, the father’s focus during this time period was slightly different and focused on 
utilizing the parents’ increased resources and increased knowledge. He stated that 
I was trying to figure out at that time, those first couple of days, whether we needed to 
move to another city or hospital, where he could get the best possible treatment. I think I 
was just very just [pause] hyper-focused and wanting to make sure and definitely very 
distrustful of the physicians.  
No one prepares you for this, learning to juggle your roles. As each individual parent 
shared their experiences with the treatment period pre-BMT, they individually began to highlight 
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how they started to adjust to the new reality. For the father, he felt a sense of built in instinct and 
always wanting the best for his son stating: 
I think probably, definitely the first month or two, [I] just had a lot of adrenaline and a lot 
of sort kind of built in instinct of sense of purpose. I mean you can go for quite a while on 
that. [Wife’s name] and I just operated pretty well. 
While the mother started learning how to juggle the role of parent vs. advocator, saying  
So we just tried to juggle talking to the doctors and having these serious conversations 
with playing with him and talking to him and hanging out with him and keeping him 
happy and entertained. So you put on your happy face and you put on your serious [face] 
[laughing] and you go back and forth. And the nurses definitely helped with that, because 
I remember one of them would sing to him, when she’d draw blood or put in medicine. 
She’d sing to him about cleaning his tubing and even at that age would let him help draw 
the blood. 
The mother emphasizes here that she found comfort in having another person [the nurse] 
alongside of her, who could help ensure the child’s best interest and continue to help her juggle 
her new roles. She reported that the nurses, in this sense, supported her in her desire to 
continually provide her son with the ability to be a kid and keeping the hospital experience 
positive.  
Dealing with extended family responses. On top of learning these new roles, the father 
expressed that one of the major stressors that occurred for he and his wife, during this time, was 
the responses of extended family members on both sides. The father was the only one to mention 
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this stressor, which seemed to be because the wife continued to feel stress related to the situation. 
The father explained that:  
We had a lot of trouble with our respective parents at that time, for variety of reasons, 
and that was very difficult. [Wife’s name] parents totally fell off the face of the earth. . . 
and then my parents just were causing lots of troubles, like they were having their 
friends, who were doctors call and bug [my son’s doctors] and my mom would call for 
tests that the doctor wouldn’t call for, and it was very, very stressful, that part. I think [ 
wife’s name], it was very hard for her with her parents. It’s just a hard thing. I think 
people don’t, just the way that people react to a situation, maybe they freeze or they don’t 
know what to do and so my parents probably got way too active, and not very supportive, 
and her parents just totally they didn’t call or anything for a long time. It was very- I 
mean so it was hard. 
 During this period, it seems as though each individual parent’s support system was falling apart, 
in either extreme. Typically, one may expect their family of origin to be their support, but in this 
case, they were not. For the father, he relied upon finding support elsewhere, as there was no 
support from his immediate family.  
Increased knowledge. As the family continued to adjust to this new reality, both parents 
truly utilized their educational skills and took it upon themselves to increase their basis of 
medical knowledge. The mother described that: 
[I remember] them talking about neuropathy and drop-foot and how with Vincristine, 
which was one of the chemos, you really have to – your legs can kind of get locked up 
and if you don’t address it with physical therapy and stuff like that. It could be 
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permanent. So we really latched onto that and I think because it was something physical 
that could be permanent, we heard an action item in it, that if you’re on top of that then 
he could fully recover from it.  
Later, in the explanation, she goes on to share that while they were so entirely focused on this 
one symptom, they completely missed that the chemotherapy could cause the child to experience 
a stroke, emphasizing that for her, she felt as though her “brain zaps in on” specific things, and 
you can only process so much at one time. Even throughout this period, the child gained extreme 
amounts of increased medical knowledge, especially for a child this age, as he was able to fully 
explain about some complex aspects of his care. He stated, “tell people from my experience, you 
are gonna have two lines coming out [of your chest] …we had to clean it and we put medicine 
and stuff through it”. He even further explained the broviac central line stating, it was “cool 
because they didn’t have to poke, they just twisted on the syringe and stuff, they didn’t have to 
poke anything”.  
You become mechanized to do what they tell you to do. Throughout the pre-BMT 
treatment process, the father described that in the hospital they as parents began to assume a role 
where you just do what you are told. When he talked about his son’s pre-BMT treatments he 
stated:  
You just kind of show up and do them…we had a really good nurse the first month. Her 
name was [nurse’s name] and she was very good at explaining what we needed to do, but 
also just making sure [wife’s name] was aware of when and how to administer different 
medications, some of which we had to- we’re not very good about it anymore, but we 
were like having to wear gloves to put on or cut pills.  
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Learning the politics of the care. The father also described that as he was increasing his 
knowledge of the hospital system, there were many frustrating aspects for the family, specifically 
around insurance and their financial stability. He explained that,  
They have to confirm that you have the medications that you need before you leave and 
then there’s like this ridiculous process of having the hospital pharmacist making sure 
that the insurance will pay for it and then if they don’t do it by Friday afternoon, you’re 
stuck there for the weekend and sometimes we would later find…we’re talking about 
something that would be like seven dollars.  
While the father expressed irritation about the insurance and financial side of the 
hospitalizations, the mother did not highlight this in her interview. Thus again emphasizing that 
each individual parent took on separate roles throughout the child’s hospitalization and they each 
focused on separate aspects that worked for them, as individuals, as well as a family unit.  
Establishing normalcy for the child and decreasing traumatic experiences. For the 
mother, a lot of her focus during the treatment period was ensuring that her son was protected 
and this hospital experience did not cause him any lasting trauma.  
I remember just being focused on making sure that it wasn’t something traumatic for him, 
so I think we were really focused on he’s going to get dressed like he normally did. He’s 
going to wear his clothes. He’s not going to wear hospital gowns. We’re going to bring 
activities to do. We’re not going to turn his brain to mush on Nickelodeon and Disney 
and all that. And trying to frame, let’s go see our nurses at the hospital and having him be 
involved in the process of what he’s getting.  
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By framing the hospital situation in a positive manner and continuing to establish normalcy for 
him, it was a way for her as a mother to protect her child from trauma. She further emphasized 
this by sharing that they used humor to make things less scary for him, “joking about how [the 
chemo] looked like we were infusing Gatorade into him. Just little things like that, like involving 
him in what was going on and trying to make light of it a little.” The mother and father also 
continued to try and provide him normalcy, by focusing on the parts that they could control, and 
utilizing their resources to continue his ability to receive schooling. She stated,  
I taught him for preschool and kindergarten some and then when he hit first grade, we felt 
like he really needed a tutor, so we got him a reading specialist to come to the house three 
times a week for an hour.  
The father further emphasized that for their son, they tried to make the hospital a home, “He 
never really complained or anything, and I’d say in general, I mean he obviously hated the 
treatment, but I mean he really liked being in the hospital. I mean he felt very comfortable and at 
home there.”  Throughout the child’s interview, he was able to elaborate on his time spent in the 
hospital and from his statements; he seemed to remember the positive experiences and the good 
parts of the hospital. He talked briefly about his room at the hospital saying, “it was all decorated 
for me, like the nurses were really nice because they put a sign up for my birthday.” 
Additionally, when asked about his doctors, he said, “they were just super nice” and he liked to 
play in the playroom and said, “there were a lot of toys to play with, we actually gave them some 
toys because they didn’t have a lot of toys.”  
Exhaustion. Throughout this period, the mother and father each separately expressed that 
the length of treatment was completely exhausting. The father stated:  
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It’s just super long. [sigh] I mean the first eighteen months, I am going to venture and say 
fifty, sixty percent of the days we were either in the hospital or in the clinic and some of 
the treatments were real-  like the side effects afterwards were really brutal, so even when 
he might have like a – or he finished a treatment and still would be inpatient, he might 
have a bout of mucositis for like a week and had to stay, so it was very difficult, but he 
was very tough.  
The mother of the child continued to emphasize how difficult the length of treatment was stating, 
“Ummm, I mean it’s hard, because he went through chemo for years.” 
Highs and Lows. During the treatment, the child experienced many side effects from the 
specific chemotherapies; the father described this experience watching his child endure so many 
side effects, saying: 
I’m very sad and some of it, I would say it’s pretty traumatizing and so yeah, but also 
pretty amazed at the sort of resilience, I guess. Sometimes it’s just very, you know there 
were definitely lots of points where I felt very optimistic too. 
Time at home between trips to the hospital  
Adjustment to new normal. When their son was diagnosed with Ph+ALL, the family 
experienced many adjustments and had to adapt to a new normal. Unlike more straight-forward 
ALL treatment processes, the mother describes that:  
He was off trial. He was doing the same protocol that had just been closed. And it was 
called ALL0622 and it’s like super intensive, so it’s a lot more intense than a standard 
ALL treatment plan, that a lot of it can be done outpatient.  
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She continued to describe that 
For a year and a half, we were doing one week of treatment inpatient, one-week home, 
but coming in at least two times to transfuse in the outpatient clinic, and then the third 
week we’d just come in once to have them check on him. 
 The mother further emphasized that the most difficult part of this regimen was the second week 
of each three-week cycle. She underscored the idea that the middle week was the week we were 
home, but when the chemo hits the hardest is days seven to ten after, so that was that week. 
Additionally, the father highlighted that the most difficult part was: 
The first month period called induction, which is like very, very intense. It’s to just like 
get rid of everything out of your system and he was on a lot of steroids and so when we 
were home, he was waking up a lot, wanting to eat constantly and then his body was 
changing.  
He continued to state that during this period of adjustment, “people were delivering food to our 
house, so I do remember that. We lived only a couple of blocks from the hospital”, highlighting 
that the family as a unit had increased resources.  
 Adjusting to the new increased demands of the child. Both the mother and father 
highlighted that during his treatment, their son experienced many physical and behavioral 
changes. The father highlighted:  
At some point [wife’s name] injured her back carrying [child’s name]. He wanted to be 
carried everywhere, so that was really hard because it just felt like the whole world was 
falling apart. [brief laugh] [Wife’s name] is like laying on the floor and [child’s name] is 
going through all this treatment. 
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 To further explain, it seemed as though every corner they turned something else happened and 
the child’s increased physical demands had effects on others. In addition to the physical 
demands, his behavior also drastically changed: 
He was just hungry all the time, so even if you would have wanted to entertain him 
[laugh] it was crazy. He would just stuff hotdogs into his mouth…those steroids really 
affect your mood, so a lot of it wasn’t really keeping him entertained. It was just like 
keep him relaxed and comfortable.  
 Forced to force. During the weeks where the child was not in in the hospital, the child’s 
care was provided by the mother and father at home. The father described one of the traumatic 
experiences for both father, mother, and child. He explained:  
At first [child’s name] wouldn’t swallow the pills and that’s a big deal. So for a while 
there, it was me shoving the pills down his throat like manually like a dog and that was 
pretty [rough] – but you were like, he has to take it, his life depends on it, but he would 
not take it and then he would, half the time, throw it back up and if he hadn’t held it in for 
a half an hour, we’d have to find the pill in the vomit.  
The parents had to do what they had to do, no matter how traumatic it seemed. Additionally, 
from the mother’s perspective, she also believed that the “medication regimen at home was out 
of control. There were nights when we were giving him 11 pills at night, at once, and that didn’t 
even include what we gave him that morning…so I had to have charts and checklists.” The child 
even briefly talked about his experience with the medication administration at home saying it 
was, “a little crazy, I had to take a pill every night or I couldn’t eat and every morning.”  
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 Meticulous checking and constant worry. For the mother, she highlighted her major focus 
was on wanting to make sure she achieved perfection and didn’t want anything to be her fault. 
When administering him medications at home, she said “When you’re doing this, you want to 
make sure if something doesn’t work right, it’s not because you didn’t do it right.” There is a 
need for perfection and wanting to protect your child.  
 You’re living what’s happening with everyone else and your own kid. The mother stated 
that a difficult adjustment that occurred for her was during the weeks were they had to be in the 
outpatient clinic. She stated, “I saw a kid right across from us have an allergic reaction to a 
transfusion and they were gasping for air and stuff, and I’m like…because today wasn’t stressful 
enough.” 
Pre Transplant Preparation  
 Highs and lows with rare on top of rare. Two and a half years after treatment, the father 
explained, “[Child’s name] at the end of treatment had some oddities with his test results… and 
we went and got a second opinion up at [hospital’s name]” and dad utilized their increased 
resources and increased knowledge to obtain this second opinion. He explained that learning that 
the treatment regimen had failed to bring their child into remission, came with a lot of highs and 
lows:  
So, at the end of treatment, we did the matching and so we knew prior to deciding to do 
the bone marrow transplant that he had a perfect match. He actually had three perfect 
matches which was very unusual. It’s a big deal to have one perfect match. So, I think 
that was significant to us and made us feel a lot more confident about doing the BMT. 
The mother further emphasized that:  
27 
PHILADELPHIA CHROMOSOME POSITIVE ACUTE LYMPHOBLASTIC LEUKEMIA 
It was weird timing from the outside for a second opinion, but for us it was right…So 
[child’s name] had residual disease, so he had like a low – he went through treatment and 
the idea is that if it’s working, which means you’re not getting long increases of disease, 
you stay the course. So we were staying the course and eating away at the disease, but 
when you did microscopic tests—not like a CBC, but like the really one-in-100,000 – 
cells type of test, you could still see some of this Philadelphia chromosome positive.  
 
The experience of their asking for a second opinion, further accentuated the parents’ notion of 
rare on top of rare. But, the mother also described that the child had an even rarer part to this 
disease as, “the disease level that was residual was higher in the blood than in the bone marrow 
and it should be the opposite right, because it starts in the marrow, and then you’re trying to 
think why. Why is this happening?” This new information, provided to the mother and father 
about their child, prompted them, “[We] flew up to [hospital name] and got a second opinion 
from a doctor there, about whether he felt we should be continuing on the inhibitor after the 
treatment protocol was done, and if so, what inhibitor.” Yet, as the mother described, it became 
hard to balance who was the ‘expert’ and how does a parent get their answers. She again 
highlighted that she utilized her background knowledge, skills, and educational resources to 
thoroughly question this doctor and in the end,  
[the doctor] freely admitted, it when pressed, that there’s just not enough data on what to 
do in situations where the disease isn’t completely gone at the end of treatment, and they 
don’t know whether it increases your likelihood of relapse or not. And they don’t know 
whether an inhibitor by itself, without chemo, just without a protocol, just two pills a day, 
by themselves are going to do anything or not. 
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 Therefore, she explained that,  
Ultimately our doctor [the first oncologist] said, ‘I’ve been treating your kid for over two 
and a half years – almost three years – and I don’t care what this guy says, [ child’s 
name] is not all the other kids, and his disease is not presenting itself like other children’s 
disease. And I’ve been doing this for three decades and you guys are scared of the 
treatment, but I know to be scared of the disease.’  
Thus, even though the mother, father and child would soon have to experience a treatment that 
they always felt they were so lucky to not require, the mother and father did feel some relief 
knowing this was the best next step! While the mother did express aspects of relief knowing this 
was the next step, she also recognized:  
I think people talk about how relapse is harder and it definitely is, partially because at 
least we don’t have to do that plan B, at least we get plan A. We’re so thankful. And then 
you have to do plan B. And then, you’re tuckered out form many years of treatment, I 
think a lot of it’s – some of it’s like a psychological aspect of it.  
Thus, continuing to emphasize the pure exhaustion from the many years of treatment and how 
relapse is so much harder.  
Disarray and Disorganization. From both the father’s and mother’s perspective pre-
transplant radiation was rather traumatic and scary. The father described this pre-transplant 
situation stating:  
As soon as we started going in that direction, they switched our teams to a transplant 
team and we also had like a radiation oncology team and that was terrible… we had a 
good experience with the protocol up until then and then the transplant team was in some 
kind of disarray. I think the original person we were assigned to ended up leaving and 
29 
PHILADELPHIA CHROMOSOME POSITIVE ACUTE LYMPHOBLASTIC LEUKEMIA 
they sort of didn’t really hand us off and then when we finally got with somebody, when 
we met with the radiation oncologist guy, I think he was just terrible and I ended up 
meeting with their chief of their department and talking to him about it.  
This was a rather traumatic and scary experience for the father and there was no way to prepare 
for that trauma. He further emphasized that from his perspective: 
that whole couple of weeks for preparing a patient for bone marrow transplant, I mean 
it’s pretty terrifying…I mean there was like one chemo we had to take… Thiotepa, I 
think it was called. I mean he has to be washed and you can’t physically touch him for 
like a long period of time after he’s had it. 
For a parent, this protocol of pre-transplant is extremely scary and the father highlighted that no 
parent should have to do this, especially when one can’t even perform a simple parental instinct 
of comforting their child.  
None of them were listening. Additionally, the mother emphasized that the pre-transplant 
radiation experience was rather traumatic, stating: 
[Child’s name] had received radiation before transplant and we were pretty nervous about 
it. It was a lot, because it was TBI, which is Total Body Irradiation, plus he had a boost, 
so that’s like cranial and testicular, you have to do both, and that’s because those are like 
sanctuary states for leukemia. And that was a different team and I think they were kind of 
more blasé about it. I don’t feel that they adequately warned us about side effects. We did 
our own research and then when we told them something was wrong, none of them were 
listening to us, and it wasn’t until we called our transplant doctor, who had known us, had 
been working with us in preparation for a good while. We were like something’s wrong 
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with him and they’re not listening… So she took care of it, because she knew we weren’t 
the kind of people who were like something’s wrong with my kid; they’re barfing. 
Obviously, they are barfing [laughing] and it turned out something was wrong, as we 
fixed it.  
For the mother, this was an extremely difficult experience in trying to speak up and no one is 
listening, in this moment she had to utilize her own increased knowledge and trust her gut that 
something was way off with her child.  
Horrific first month of Pre-Transplant Preparation. The mother describes that leading up 
to transplant was an extremely difficult process as, “the fastest you can get to transplant is like 
three to four months”, but she said for them it was, “six months of dread and worry and chemo 
that is not intended to be curative; it’s intended to hold you until you can get to transplant. So it’s 
a stressful time because you’re not getting anywhere and you’re worried.” This period of holding 
on until transplant became such a long waiting period for her and caused a lot of anxiety and 
dread for the future BMT.  
Telling the child about the upcoming bone marrow transplant. For the mother, she felt a 
massive need to protect her child and prevent any excessive trauma by explaining to him why he 
needed a bone marrow transplant and what it does to his body. She stated that they ended up 
telling him: 
We were going to give him new cells and we had new cells from a donor who was going 
to give it to him and they were going to make his blood work really well. We made it all 
positive because we did not want to focus on anything that would freak him out. 
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 When the child was asked about how he understood his transplant he stated, “it happened when I 
was little. I had to get it because they didn’t want it to come back anymore”, completely 
demonstrating his own increased knowledge for such a young child. In addition, when asked to 
describe how he was feeling he stated, “I was worried about the new cells.”  
Bone Marrow Transplant  
 Lack of familial support. One of the extremely stressful aspects that the father highlighted 
again was he and his wife experienced a major lack of support from their extended family. When 
asked about the bone marrow transplant he, [looking down at the couch] stated that he was, “very 
scared and then a lot of troubles with my parents again. They were really inserting a lot of doubt 
into what we were doing, as we were doing it. That was terrible.” Yet, despite the lack of familial 
support, he explained:  
But parents in these situations, at least me and [wife’s name], and [wife’s name] probably 
especially, I mean you also just have to do it... Definitely something flips and it’s not like 
you’re sitting around feeling sorry for yourself or when you say you’re sad or afraid, it’s 
not like that’s actually coming out. It’s like there’s another part of you that sort of takes 
over, that you just are a taskmaster or something. 
The father explains that his emotions really stayed inside and he held his composure in order to 
get what needed to be done, done.  
 Adjustment to a new normal. After the six months of pre-transplant preparation 
chemotherapy and radiation, their son had a BMT. This transplant experience was quite an 
adjustment as the mother highlighted that, “he was inpatient for 30 days for the transplant, which 
was actually on the low side, because we were told probably more like two months.” While the 
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mother highlighted it was different in the sense that they were inpatient for a month, the father’s 
perspective was slightly different, emphasizing that it was more of the same because, “always 
during treatment and then after transplant, we had to be very careful with germs and him getting 
sick.” He later stated, “We didn’t have much of an adjustment”, because this had become their 
new normal and being mindful of germs, became second nature.  
 Feeling small in a huge world. From the child’s perspective, one of the main aspects that 
he remembered from his bone marrow transplant was that there were, “lots of pumps, I had to 
switch from the regular pole, to the special ummm transplant pole that was big and you can plug 
it in. It was gigantic and it could hold stuff.” The child was also able to elaborate on aspects of 
his BMT stating, “Yes, when I got it, it took a long time,” When asked about what he did when 
he received his transplant he answered, “When I got my [new] cells, I took a nap, a big nap, and 
then we did other things, I did just on the iPad.” Explaining how he was feeling during the 
transplant he said, “Ummm, when I got my [new] cells, I was happy. I was proud of myself.”  
Recovery Post Transplant  
Increased knowledge. As the father described, the recovery post-transplant, his 
explanation highlighted his deep understanding and breadth of medical knowledge he had 
attained over time:  
Well so he did this major thing and once his test results and stuff were lining up that they 
were feeling comfortable with him going home, they were also testing, these molecular 
tests for his cancer and they were still coming up with this very low detectable positive, 
which we always had through all the treatments. So that was a bit gut wrenching because 
it’s like, ‘Geesh, it’s like we just did the atomic bomb version of what we just did, and it 
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still won’t go away!’ That was very hard and then a couple of months later at the same 
time, it was sort of like, from one week to the next, it was kind of obvious in his body and 
stuff, by his appearance and everything, that something had locked in [and was working]. 
His chimerism went above ninety-percent, which is the measure of how much the new 
cells versus the old cells. The highest reading you can get is a ninety-five percent. It can 
take many months before that happens or you can have a failed bone marrow transplant. 
 
Additionally, the requirement for the parents to become his caretaker at home, post-transplant, 
created the need for the parents to experience a huge learning curve with regard to medical 
caretaking. The mother described that after transplant, “We gave him IV medication at home for 
the next six months. At first we were giving him like eight hours of fluids every night, plus like 
an antifungal to prevent lung infections,” and this became a rather large adjustment. Yet, even 
though the family was out of the hospital the mother explains, “You’re kind of on lockdown, so 
you’re home from the hospital, but you’re really just in your house. Like he couldn’t go to the 
grocery store or anything.” The father explained, “we had to be very careful with germs and him 
getting sick. The first year after transplant especially, so that’s why we had to keep him out of 
school.”  The child described some of the side effects (mucositis) stating, “Some of the time in 
the hospital, I had this thing where I could hardly talk. It gets in your mouth during transplant. I 
had to eat soft foods and it was hard to find soft foods.”  
Didn’t know what he was missing. The mother described that because he had been so sick 
for most of his early childhood: 
He had never been allowed to go to playgrounds and stuff like that, so he didn’t really 
know what he was missing, because even when he was in kindergarten, he wasn’t 
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allowed to do that stuff, because he was in for two months and the doctor said everything 
was a risk/benefit analysis.  
Slowly transitioning back to normal. However, as time went on, the mother described that 
they slowly moved back towards “normal” stating that,  
At the six-month-mark we were able to stop the IVs and he got his Broviac out, which 
was a big deal, because he didn’t like bath time at home…and he got a little more leeway 
with being able to go places, although he had to wear a mask. 
 She continued to describe this feeling of beginning to be set free, stating,  
March first, he was in school, he can do whatever he wants basically, within close 
[proximity] to a medical institution… oh, and then we finally got his port out and that a 
was a big deal because for all these years, if he got a fever sustained, he had to go to the 
ER, because of the port. So once that was out, it was like we were set free a little bit from 
that. 
 For the father, he felt that life back to normal started to occur with, “the no detectable result in 
October 2018,” however he further emphasized that,  
Life back to normal would have been when he- he started at the very end of school at the 
very end of first grade and that started to feel a little bit normal so that’s pretty recent like 
six months ago when we started to travel and things like that. 
 But, from his perspective, like his wife’s perspective, it is a very slow moving process to feel 
truly “normal”, as their son had many things to overcome cognitively, socially and behaviorally.  
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I mean we’ve got a lot to work on. He’s very shy. He used to be very social and he very 
well might have some cognitive effects from his treatment that we sort of aren’t aware of 
yet, that we have to deal with, but it’s starting to get back to normal. 
 The child also had an advanced understanding of the risks, especially considering his age and 
development, as he explained that when he was going back to school he was worried about, 
“getting germs” and stated that he had to stay, “away from people with coughing.”  
Long Term Effects of Treatment  
 Educational needs. One of the main challenges that occurred for their child was that due 
to his leukemia, he was only able to go to kindergarten for a few months before needing 
treatment again, so his education was put on hold until the end of first grade. The father 
emphasized that because of his four years of treatment  
There’s definitely areas where he is quite behind, and other areas where he's ahead, and 
so it’s a challenge. But I think it’s probably just more of a function of the disease itself… 
he’s definitely had a lot of collateral damage from all the treatment and stuff that we are 
working on overcoming. 
From the child’s perspective, when asked about going back to school, he stated that it was, 
“Cool” and when the kids asked him about his transplant he would say, “I had a fun time playing 
at the hospital.” 
 Child’s Adjustment. In addition to challenges with his schooling, the father also described 
that during,  
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This very formative period of his life, was, a huge part of it was this hospital and clinic 
experience. So he’s not at this stage of like, if kids are playing in a group outside, he’s 
not going to run out and join them, and things like that. He’s very programmed to be 
worried about germs. His bones are still not really recovered. They’re pretty weak and 
then he’s very small and so he’s pretty timid and so I think it’s going to take quite a bit of 
time, for him to really adjust to normal life.  
 Parental Relationship. Both parents emphasized that this experience made them 
extremely close and that it strengthened their relationship. The mother stated:  
I think [husband’s name] and I were a bit of an anomaly. I think we’re closer now, 
because you go through something pretty intense and scary together, and also you spend 
a lot more time together, because it’s harder to get out and socialize and stuff like that. So 
I think for us, it probably brought us a lot closer. 
 Similar to what the mother said, the father described their relationship as,  
Strong, I mean I think we got a lot closer, and then also, I think there were definitely 
moments where we definitely felt like kind of proud of ourselves, like with the kind of 
stuff we were able to pull off. 
 Dad also emphasized that a strong mother and child relationship formed, “because he couldn’t 
go out and do stuff, they were basically in the house together… there was no like daycare or 
activities one could do… he’s very attached to his mom and they’re very close.”  
 Planned family size. Both mother and father stated that one effect of their experience with  
leukemia is that it affected their family size. The mother stated, “I think we would have had two 
kids. And now, we’ll have one kid. So yes, it impacted it.”    
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 Transplant changes you. Throughout all the treatment, pre-transplant, transplant and 
post-transplant, the mother described that, “our roles just changed, probably mine the most, at 
diagnosis, because I was working full-time… and then I became a full-time caregiver for him.” 
Unlike the mother who stopped working, the father described that,  
I would just work to kind of escape from – it was a good way to keep my mind off of 
stuff. I always was pretty into work, but not like I am now. And so that has adjusted, I 
mean it’s affected sort of my – I just work a lot and so I kind of have been needing to 
work on kind of a little bit reversing some of that and then [wife’s name], I suspect her 
entire career path and everything and maybe what she wants to do, not just the fact that it 
was interrupted, but just what she wants to do has probably changed a great deal. I mean 
probably, if you would have asked her a year or so ago, when we were going to do the 
bone marrow transplant, she would have probably said that she would be back working 
now, but she just sort of hasn’t and I don’t think she feels pressured to or anything like 
that. I just think it’s changed what’s important to her.  
Suggestions  
The family provided suggestions for health care providers as we talked throughout the interview 
see the suggestions in Table 1 here.  
Place Table 1 here 
Despite a few of the suggestions the father made for health care providers in Table 1, he stated 
that, 
Our experience with the nurses at [Hospital’s name] was very positive. I mean I just can’t 
really think of too many negatives and they were just very helpful to us. I mean we just 
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didn’t have any really negative experiences there. I was always very happy with that part. 
. . .I just felt very confident that the nurses were just on it. I mean if something wasn’t 
going right or they were watching for something, I just really felt that they were a very 
well-oiled machine. 
  In addition, he also felt that they had a very positive experience with how the team received 
info, “with the exception of the radiologist oncologist that did a very poor job with us.”  
Additionally, the family provided suggestions for parents who may experience similar 
circumstances, see Table 2.  
(Place Table 2 here) 
Discussion Section  
 
 This is the first retrospective longitudinal case study illustrating the effects of Ph+ALL 
on a child and family over the long period of treatments, recovery from treatments, and survival. 
It provides rich contextual information for healthcare providers to consider, so the care they 
deliver is sensitive and relevant to their experiences and resources. During their initial diagnosis, 
this family’s experience was unique, due to the context of the CBC being collected on a Friday, 
and the important lab results coming back on a Friday evening. Thus, they were told to go to the 
ER. Yet, when they arrived at the ER, the providers were not all made aware that the family had 
no idea the child had a diagnosis of ALL. It is well known that in situations like this, there are 
communication breakdowns that result in critical system breakdowns in communication, such as 
they experienced (IOM, 2001). The parents also felt blind-sided by the paternal grandmother, 
who had suspicions of leukemia and suggested they get a CBC, but did not prepare them by 
warning the parents of her concerns. It is possible that as a retired healthcare provider and family 
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member, not the child’s primary physician, the grandmother might have felt it was not ethically 
responsible of her to act as their physician (Chen, Feudtner, Rhodes & Green, 2001). The 
parent’s responses to the grandmother’s actions seemed to be grounded in an ethics of caring, 
where they felt she could have prevented their shock, by preparing them for the possibility of 
something more serious (Gilligan, 1982). Yet, this same action by the grandmother, also resulted 
in an earlier diagnosis for the child (Alperstein, Boren, & McNeer, 2015). The early symptoms 
of ALL can be vague and associated with many less serious conditions, such as infection 
(lethargy, fatigue, fever, achiness, swollen lymph glands, pallor, bruising, and anemia) 
(Alperstein, Boren, & McNeer, 2015; Jing & Mullen, 2017; Kar & Hijiya, 2018). While the 
parents were caught off guard, they also felt grateful that the early diagnosis allowed them to 
intervene before the disease had progressed (Cavicchioli, Menossi, & Lima, 2007). 
This family’s story highlights the importance of inter-provider communication, so that 
such a critical piece of information, such as a diagnosis of cancer, is delivered in the appropriate 
sensitive manner, by the appropriate provider (a physician), and in a context of explanations, the 
family can understand, and their questions are answered honestly. This initial conversation is 
vital for setting the tone of the medical relationship with the hospital. Findings from one study 
showed that an oncologist should be the one to have this conversation, because some parents 
(20% of 116 parents) found it undesirable to receive the information from an emergency room 
physician (Parker & Johnston, 2008). But, this specific study did highlight that their findings 
were extremely positive compared to two previous findings in which fifty-eight percent of 
parents and eighty-one percent of parents had negative feelings towards the initial diagnosis 
communication (Parker & Johnston, 2008). An initial negative diagnostic experience could set 
the family on a trajectory of distrust for their providers or the system of care.  
40 
PHILADELPHIA CHROMOSOME POSITIVE ACUTE LYMPHOBLASTIC LEUKEMIA 
 Unlike many families whose child solely has a diagnosis of ALL, this particular child, 
received an additional diagnosis of Ph+ALL, which means he may be resistant to traditional 
therapies (chemotherapy and radiation). In addition to those treatments, they may also need 
tyrosine kinase inhibitors, more chemotherapy, and a BMT. This results in a chronic illness due 
to the long-term immune suppression and effects of caustic treatments, long-term 
hospitalizations, and the potential for treatment failures (Kato & Manabe, 2017; Salami et al., 
2013).   
For this family, the genetic component of their son’s diagnosis required each individual 
parent, to quickly acquire an extensive amount of high-level medical knowledge, in order to 
understand the diagnosis, treatments, and participate in shared decision-making, which was 
important to them. In this case, both parents were highly educated, able, and willing to search for 
their own credible sources of information, so that they could participate in shared decision-
making, but other parents might find this too overwhelming (Woźniak & Iżycki, 2014). Access 
to information in a manner the parents prefer (reading/writing, visual, audio, participatory/hands-
on) and can understand (considering their health literacy) is important, so parents can understand 
the diagnosis, treatments, concerns, and participate in shared-decision-making if they wish 
(Grebner, 2015).  
 For this family, once treatment began, the mother initially felt like there was a lot of 
controlled chaos, which was intense and overwhelming as she and each member of her family 
began to adjust to this ‘new normal’. This family’s new demands exceeded their typical roles as 
parents because their child was hospitalized, and the parents were somewhat dependent on the 
medical team for informational and affective support, in order to parent effectively in this 
context (Knafl, Deatrick, & Havill, 2012). As other studies have found with other parents (Aburn 
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& Gott, 2014)., addressing this increased demand, worked for these parents by splitting the work. 
The father took on the role of researcher, to increase his knowledge of the disease, the genetics, 
and the treatments. The mom took on the role of primary care provider for much of the time. As 
Van Hook describes, when family members work together to accomplish what is needed for that 
family through sharing of responsibilities and potentially changing roles, it allows for better 
family dynamics and stability through difficult time periods (Van Hook, 2014). This specific 
family was privileged financially, geographically (close to the hospital of care), and both parents 
had a high health literacy, compared to many other families. This allowed the father to consider 
many healthcare systems, across the United States, to ensure his son was receiving the best care. 
Yet, those same privileges, also placed additional stressors upon himself and his wife, as he felt a 
need to understand everything and ensure their family was receiving the best care available. 
Most families of children with Ph+ALL or ALL, do not have such access to resources and 
instead spend most of the beginning period after diagnosis, relying upon the doctors and nurses 
to educate them and provide them with emotional support. They worry about finances and 
employment, and they travel long distances for care (Aburn & Gott, 2014).   
 The mother described that one of the changes that both she and her husband experienced, 
was having to juggle their many roles, which was a similar finding among other parents of 
pediatric ALL and BMT patients (Aburn & Gott, 2014; White, 1994). However, the mother 
noted that nurses were vital in the family’s adjustment from parenting at home to parenting their 
child during such a complex medical situation, where the parents might need to advocate for 
their child. These parents reported the nurses helped the child feel more comfortable and 
continued to keep the hospital experience positive, as others have reported (Aburn & Gott, 
2014).  
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One of the major stressors that this family experienced during treatments, was related to 
how their extended families processed and responded to the child’s diagnosis. Prior to this event, 
the two parents report great relationships with their extended families. Yet, research shows that 
extend family members can respond to tragic events in a variety of ways, ranging from extremely 
helpful, to unsatisfactory and unable to provide support as White, (1994) found. It is important to 
quickly incorporate social workers into the team of providers, as social workers have an ability to 
provide local and state resources, especially support groups. Having a social support network can 
enable each member of the family the ability to learn effective ways to cope and forgive those 
who might not be responding the way you expect. It also provides them a community of families, 
who have had or are having similar experiences, so they can share information and provide 
affective support, as Shields et al., (2008) described.  
 Throughout the entire treatment process, the mother described that she and her husband 
desired to make the hospital experience as positive as possible for their son, reducing any type of 
trauma that their son could experience. They achieved this through establishing regular routines, 
framing the hospital in a positive manner, and using humor to make things less scary for their 
child. While the child was not a thorough and detailed informant, he recalled his hospital 
experience, treatment, and the BMT in a positive manner. This was contrary to the children of 
other studies who described their BMT experience as “torture” or “time slipping away”. Yet, 
these differences in depiction of their treatment may come from many extreme differences 
(Breitwieser & Vaughn, 2014) or it also could be that the child in this case-study does not 
remember much, due to his young age or the side effects of treatments. Development of the 
children included in research may influence their ability to remember and fully articulate their 
feelings (Breitwieser & Vaughn, 2014). Breitwieser & Vaughn was a prospective study, which 
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meant the children described and explained their feelings as treatments were happening and the 
child in this case study was recalling events from 6 months to 5 years ago, when he was 2-6 
years old. It is also possible that his experience was truly positive, from all the efforts of his 
parents and his health care team, to normalize the BMT experience, and minimize or prevent any 
negative effects.  
 During this family’s time at home, in between trips to the hospital, one of the major 
adjustments highlighted by the mother, father and child was the significant amount of distress 
around medication administration at home. Not only were they having to follow strict medication 
administration regimens, but they also experienced stress and trauma around forcing their child 
to swallow pills, he was unable to swallow on his own. Thus, these parents were constantly 
worried and they wanted to ensure that they, as caregivers, were not harming their child. This 
highlighted how the place that medical care is delivered; drastically changed the parent’s roles in 
the child’s care. When the family was at home, the parents went from being the supportive, 
loving, protectors of the child, to the persons who had to administer medical care and medicines, 
even if the child had problems. This now put these parents in the position of enforcing the plan 
of care, provoking pain, and sometimes instilling fear in their child, as others have discussed 
(Jones, 2012). Such situations can be traumatic for all members in the family (Woźniak & Iżycki, 
2014; Taskıran, Sürer Adanır, & Özatalay, 2016). The mother’s story highlighted that when 
parents are attending the outpatient clinic, the close proximity with other families and pediatric 
patients can sometimes become traumatic, but other studies reported benefits of attending 
outpatient clinic, as it allowed for the child and their family to find support through those 
experiencing similar diagnoses (Pritchett & Buckner, 2004). In fact, the 17 families who 
participated in that study, did not perceive having increased stress if a child near them was 
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struggling with a treatment or side effects.  There are many reasons that could explain this 
difference. The mother in this case was very empathetic to other children, the timing of the 
research studies in relation to each child’s treatment care could also explain difference in 
reactions, and, social differences in the medical settings of individual studies, which could create 
more or less traumatic reactions in children. Because the child in this case study had such a rare 
form of ALL, it is also possible that the thought of any more complications or any potential side 
effects, when seeing or hearing other children in proximity, may have heightened this mother’s 
uncertainty, which is very anxiety producing.  
 As the family described, pre-BMT treatment and a BMT requires a large team of diverse, 
complicated, and coordinated care, which can ultimately lead to disorganization and chaos (IOM, 
2001). Implementing interprofessional rounds, with family involvement, is one known way to 
improve safety, by improving communication between all members of the healthcare team and 
ensure proper patient/family involvement in decision-making, education, and satisfaction with 
the overall plan and care (Mittal, 2014; Kelly, 2014; Burdick, Kara, Ebright, & Meek, 2017). The 
mother in this specific case study also suggested that nurses should attend and actively 
participate in interprofessional patient rounds, because nurses are at the bedside much longer, 
they understand the pediatric patient and family, and have built a therapeutic relationship with 
each individual member. Her suggestion is also supported by the literature (Mittal, 2014; 
Gonzalo, Kuperman, Lehman, & Haidet, 2014).  
 Recovery, post-transplant, required a lot of education for both parents, as they became the 
sole providers of care at home, administering IV medications and oral medications, creating 
another new normal and new roles. Other parents from another study also highlighted similar 
stressors, as after a BMT, there are many new instructions and directions for their child’s care at 
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home (White, 1994). While BMT can be extremely life-changing for older children, affecting 
their image of themselves, producing social limitations, inciting worry about the possibility of 
relapse, the mother of the child in this case study explained that because he was so young, when 
he received his diagnosis, he never really understood what he was missing or what negative 
things could happen (Lahaye, Aujoulat, Vermylen, & Brichard, 2017). As time progressed past 
the child’s BMT, both parents in this case study were slowly able to transition back to a normal 
life, specifically as medication administration slowed, his central line was removed, and he was 
off isolation precautions. He was able to start being a kid who could go out of the house and 
attend school with other children (White, 1994).  
 Even after a BMT as routines start to normalize, many families will continue to 
experience long-term effects of the child’s treatment. For this specific family, they experienced 
challenges with the child’s educational needs, his social abilities, the parental relationship, their 
family planning, and their careers. Children are unable to attend school, which not only effects 
their education, but also causes them to be separated from peers and so children may feel they 
don’t fit in, as others have described (Forinder, 2004). The mother and father in this case study 
reported that overall, they believed this experience brought the two of them closer together, as 
other parents have reported, they were pulled apart specifically because each parent had a unique 
way of coping emotionally following the BMT (Forinder, 2004).  
Limitations  
 While this case study provides important contextual insights to this chronic illness, its 
treatments, the child’s recovery, and his survival, we caution against generalizing these findings 
to all families, because this family had contextual factors that made this family atypical of all 
families whose child is diagnosed with Ph+ALL.  Future studies should capture a larger group of 
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socially diverse families, in order to capture and understand all of the individual, family, and 
social factors that have an effect on each family’s experiences and appraisals. Additionally, 
future research should incorporate multiple view-points, with families who also have siblings of 
the affected child. The child in this case study, was only able to provide a minimal amount of 
detail about certain aspects of his experience, so future studies could mitigate this problem by 
using a prospective design and using a range of ages.  
Conclusion  
 It is clear from this case study of one family’s experience that a child diagnosed with 
Ph+ALL is a long and taxing experience for the entire family, which requires a high level of 
health literacy. Given how taxing this is for families, we need to pay attention to the suggestions 
of the family and utilize their ideas to improve clinical practices, so we decrease the work they 
have to do, strengthen their resiliency, and make the overall experience for families as positive as 
possible. Yet, this case study also illustrates one family’s resiliency throughout this experience, 
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Table 1: Suggestions to Health Care Providers  
Suggestions from Family   
a. Better the communication between nurses and physicians, so that everyone understands 
the child’s specific protocol and the experience of the entire family. Nurses should be 
more proactive in rounds. 
b. It is important for health care providers to understand that when initially telling parents 
the diagnosis of their child, one must remember to “consider that parents don’t know 
yet.” 
c. Nurses and doctors can’t experience things like a patient, to see what it feels like, but if 
you are going to provide information to them, read and screen it before giving it to 
patients and their families.  
d. Nurses should always ask is there anything else I can do for you? It allows parents the 
ability to feel as though they can express concerns or needs.  
e. Nurses should utilize anticipatory guidance for what the family may need because they 
may not know what they need yet.  
f. Learn the parent’s names; it humanizes the parents, making them feel like more than 
just the child’s “mom” or “dad”.  
g. If you have time as a nurse or nursing assistant, think about the additional services that 
the family might want provided to them like PT, OT or hospital school, or other 
services.  
h. Take the patients outside, if possible, being in a hospital for weeks on end is not good 
for anyone’s health.  
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i. Consider that for parents, uncertainty is more stressful than knowing any gruesome 
details about their child’s diagnosis, treatment plan, or other factors.  
j. If a new nurse shows up to care for a child on that shift, acknowledge that you haven’t 
worked with the family. Then tell them, “If there’s anything I’m not doing like the 
other nurses do, just let me know and I’ll fix it.” Or, “I know you’re not used to me yet 
and it’s stressful to have a new nurse, but I promise I’m here to help and do my best.” 
k. Nurses should try and meet the mood that the family is in that specific day.  
l. Create a giant list of all the tips to help with medication administration for children at 
home and make medication administration more efficient.  
 
Table 2: Suggestions for Parents  
Suggestions for Parents  
a. Take time to understand the purpose of a second opinion, because you may get a 
different opinion and as a parent you have to make the decision on how to proceed.  
b. Be comfortable to be an advocate for your family and ask for what your child and 
family need.  
c. Inspire confidence in your caregivers (nurses, physicians etc.) and try to trust the 
process of the standardization of care.   
d. The child emphasized that parents should know that bath-time may be stressful to the 
affected child.  
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e. The child also suggested that other children who will experience similar things to him 
should know they are going to be in the hospital for a long time and should bring 
activities, stuffed animals, and things from home to make the stay more comfortable.  
 
 
 
 
 
 
 
